Over the past decades, a lot has been said and written about advance care planning. But has all been said? Certainly not when it comes to dementia. While an exponential number of research studies and systematic reviews have been published on advance care planning, there is a dearth of studies on advance care planning in dementia. While many research topics could be highlighted to improve advance care planning research in general, the aims of this editorial are to argue that dementia-specific advance care planning research is necessary and to provide ideas for future investigations in this area.
Box 1. Examples of factors related to having dementia, complicating advance care planning communication. [2] [3] [4] [5] People with dementia* might have the following Examples of consequences for the advance care planning process Palliative Medicine 33 (3) In spite of the importance of advance care planning in dementia and the complexities involved in the process, there is strikingly little high-quality evidence or research to guide advance care planning practice in dementia, and guidelines are primarily based on expert opinions. 4 The review by Bryant et al. 6 in this issue found only four intervention studies to improve advance care planning in dementia over a 20-year period. There is an urgent need to improve our evidence base.
The perspectives of people with dementia and their family
As Sellars et al. 2 suggest, future research should study the perspectives of people themselves and those of their families. If new models for advance care planning in dementia are developed, it will be important to integrate their unique views, experiences, and preferences in order to better understand when and how planning conversations would be feasible, acceptable, and most beneficial to them. This could include qualitative and/or quantitative research, studying differences between dementia subtypes, settings, or even countries. Longitudinal research could be particularly valuable, as would be the experimentation with new methods to involve people with dementia for as long as possible (e.g. adapted interview techniques, shorter and more flexible survey methods, or observations). Research in young onset dementia (people developing dementia before the age of 65) is specifically necessary, as their views have hardly been investigated but might vary substantially. 7
Advance care planning communication research
Considering the cognitive and communicative problems related to having dementia, future research could focus more on improving our understanding of how optimal communication can occur under these circumstances. While previous research has focused a lot on defining topics, themes, or phases of advance care planning conversations or on developing legal documents to register outcomes of planning (i.e. "the what" of advance care planning), there is a dearth of studies focusing on "the how" of advance care planning communication. This could include research on when and how to initiate conversations, on how to communicate about prognosis and other uncertainties in an empathic and responsive way, on finding optimal ways to talk about planning with people with diminished cognitive capacities for as long as possible, or how to discuss the near and further future with people who prefer to live from day to day. While several quantitative and qualitative research designs might be appropriate to study such research topics, methods from discursive psychology, discourse, and conversation analysis, seem particularly interesting and are, as yet, underexplored in our field. A better understanding of optimal patterns of verbal and nonverbal interaction in the context of advance care planning in dementia could improve current training programs and ensure that advance care planning is not reduced to a tick box exercise of filling in documents or blindly following conversation guides without paying attention to the interactive and person-centered components of communication.
Developing and evaluating patientcentered and family-focused advance care planning models
As cognitive and decision-making capacities diminish with time, patient autonomy can be considerably affected, and family gradually plays a major role in the process. Nevertheless, current advance care planning models lack clear and detailed focus on the family; they often only focus on identifying a surrogate or proxy decision-maker but lack guidance on how to involve the broader family unit. What approach to truly engaging significant other people in advance care planning conversations would be feasible, acceptable, and desirable? Could a person-centered and family-focused model, addressing the needs of the person him/herself and those of the family, be developed and tested in practice? Conceptual or theoretical work to develop such models followed by intervention studies evaluating them using rigorous trial methods, preferably including theorybased outcome and process evaluations, would strongly advance the field.
Finding ways to support "informal" advance care planning processes
Previous research has focused on professional caregivers addressing advance care planning in clinical settings, but many discussions related to advance care planning might also be discussed in an informal manner with a closer circle of family and friends, outside of the consultation room. Particularly in the case of dementia, these informal discussions might become very important, as capacity is fluctuating over time and task specific. Future research could explore the potential of different tools (e.g. information packs, online or offline decision-support tools, or interactive websites, developed using user-centered designs) to help people with dementia and their families to explore different elements related to advance care planning at times most convenient to them and whether and how such tools could complement conversations with professionals.
Dementia-specific outcome measures for efficacy and effectiveness research
Only recently, an attempt was made to define standardized outcomes for successful advance care planning. 8 However, it can be questioned whether these outcomes are sufficiently dementia specific. The work lacked input from patients or carers, but also, as highlighted in Box 1, advance care planning for people with dementia will be less linear or phased than in other diseases, preferences might fluctuate more and outcomes might need to be measured more closely to the actual conversations to evaluate impact on feelings of mastery, security, mood, or hope. Future work on identifying core outcome measures and measurement tools to evaluate the short-and longer-term effects of advance care planning interventions (at different levels: person, family, and healthcare) is urgently needed and should include people with dementia themselves, their carers, and stakeholders from multiple disciplines and settings.
Conclusion
There is a need to deepen our understanding of advance care planning in dementia and develop dementia-specific models that take into account the uncertain and complex trajectories and care contexts of people with dementia and their families. Such dementia-specific research could also be beneficial to other patient groups as Chris Roberts, a person living with dementia, has said: "if you get it right for dementia, you get it right for everybody."
